End-of-life care for patients with COPD in the community setting
Chronic obstructive pulmonary disease (COPD) is a common chronic disease which causes significant mortality and morbidity. The chronic nature of the disease results in patients and carers generally living with the illness for longer than patients with a cancer diagnosis. In the earlier stages of the disease, management focuses on improving symptoms and exercise capacity and reducing exacerbations.
As the disease progresses, a palliative care approach to symptom control and the adoption of strategies which accept dying as a normal process is appropriate. This should integrate the psychological and spiritual aspects of patient care and offer a support system to help patients live as actively as possible until death. 1 Altering the paradigm to holistic palliative care as death approaches 2 is supported in national guidance from bodies such as NICE, 3 but defining when this should take place is difficult and in practice it is usually a gradual transition. 4 As a large part of endof-life care for patients with COPD occurs in the community, it falls to the primary healthcare team with the support of specialist palliative care and secondary care services to provide this integrated care.
The best available data suggest there are approximately 900 000 patients diagnosed with COPD in England and Wales, 5 and allowing for known levels of underdiagnosis, the true number is likely to be around 2 million. 3, 5 Over 25 000 people died of COPD in the UK last year, 6 representing around 5% of all deaths, but this is likely to be an underestimate. 7 The challenge for primary care physicians and researchers is making sense of the epidemiology at a practice and individual level in terms of identifying the population with COPD, gauging when a palliative care approach is appropriate, and coordinating services for patients and carers.
At individual practice level, the identification of patients with COPD has been refined through the requirements of the Quality and Outcomes Framework (QOF) 8 and greatly facilitated by the increased availability of spirometry, 9 although there still appear to be deficiencies in the quality and interpretation of spirometry performed in primary care. 10 The QOF is an annual reward and incentive programme for GPs, which was introduced as part of the new contract for GPs in 2004. It awards achievement points for meeting specific quality targets in the management of some common chronic diseases, including COPD. In 2006 points for palliative care were introduced. GPs are paid on the basis of the number of points achieved, but the QOF's impact on improving the quality of care remains uncertain.
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The introduction of palliative care registers as part of the QOF may aid in the identification of patients thought to be in the end stage of their disease, but this has yet to be proven. A GP is likely to have spent considerable time over a number of years in face-to-face contact with patients with COPD, 12 and increasingly more time as death approaches. 13 Patients with COPD appreciate continuity of care and reassurance provided by the primary healthcare team 14, 15 and the GP is in a key position to deliver and coordinate end-oflife care for patients with COPD.
Identifying the final phase of life is not a precise science, but the following features relate to a poor prognosis in COPD: severe airflow obstruction (that is, FEV1 less than 30% predicted value); frequent exacerbations and hospital admissions; requirement for long-term oxygen treatment; and development of cor pulmonale.
3,16 The clinician's expectation of patient's death within the next 12 months has recently been proposed as being a strong indication for adopting a palliative care approach, 17 but this may be difficult in COPD and an expectation of death in the next 6 months might be more realistic. Although research is required to determine the accuracy of the prognostic assessment, the clinician's attempt to define the final phase of life serves as an alert to possible palliative care needs.
Patients with severe COPD need to be given honest and clear information. A study specifically examining their needs identified five topics which seem concordant with our experience: diagnosis and disease process; treatment; prognosis; what dying might be like; and advance care planning. 18 The barriers experienced by patients and clinicians to discussing end-of-life care differ, 19 and help to explain difficulties around this sensitive area.
A New Zealand study of GP discussion of prognosis in COPD yielded practical strategies for use in general practice. 20 These were: be aware of implications of diagnosis; use uncertainty to ease discussion; build relationship with patients; be caring and respectful; begin discussion early in disease course; identify and use opportunities to discuss prognosis; and work as a team. Patients with advanced disease are often receptive to the dual agenda: 'Hope for and expect the best and prepare for the worst'. 21 Advance care planning is seen by some as a way of preparing for the worst. This approach has been implemented in the US and has been shown to improve patients' satisfaction with their care as well as allowing them to make decisions about foregoing life-saving treatment and hospitalisation which remain unchanged even when near death. 22 However, how such initiatives might transfer to primary care settings in other countries is uncertain.
A majority of UK GPs acknowledged a need to discuss prognosis in severe COPD, but this was not reflected in their reported behaviour. 23 This may in part be explained by the phenomenon of 'response shift': the process whereby in the face of severe disease or impending death, individuals abandon their usual 'roadmap' of values and adopt new perspectives. 24 Although this has not been specifically demonstrated for COPD, there is ample evidence that clinicians caring for patients with cancer consistently overestimate prognosis. 25 A helpful development is a move from a prescriptive advance directive to an approach which involves discerning the patient's core values and acting on them while understanding that there may be changes in some areas, such as place of death.
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SYMPTOMS
Many studies confirm the predominance of the symptoms of breathlessness, anorexia, and constipation in severe COPD, 14, [27] [28] [29] [30] along with significant problems with fatigue, pain, anxiety and depression, and poor sleep. The evidence base for symptom control in end-stage COPD is poor and management relies on a mix of evidence, considered best practice and experience. 31 The problem of refractory dyspnoea is common and hard to treat. Optimised bronchodilator therapy, oxygen, and opioids remain the main stays of palliative pharmacological treatment. Clinicians should be aware of the dangers of respiratory depression with opioids, but once a palliative approach has been adopted symptom control should take precedence. Ideally, the rationale for this approach should be discussed with patients and their families.
A systematic review 32 supported the continued use of oral and parenteral opioids to treat dyspnoea in advanced disease, and more specific data regarding use of oral opioids have been published. 33 The usefulness of nebulised opioids is unclear, but it appears that they are no better than nebulised normal saline. In patients with end-stage disease oxygen is used to provide symptomatic relief of dyspnoea. Patients report considerable symptomatic benefit with short-burst oxygen, although there is little evidence for the effectiveness of oxygen in the palliation of breathlessness. The significant reported levels of pain imply under-treatment and could be linked to under prescription of opioid drugs due to fear of respiratory depression.
Weight loss and associated muscle wasting is a common feature in patients with severe COPD. The pathophysiology is incompletely understood and interventions with calorie and protein supplements produce only limited success. Patients should be encouraged to snack on high energy foods, taking small amounts frequently throughout the day. Anxiety and depression and insomnia are commonly associated with COPD, especially in patients with hypoxia and severe dyspnoea. NICE guidance on COPD 3 recommends that patients who are found to be depressed or anxious should be treated with conventional pharmacotherapy and this should be accompanied by an explanation as to why depression needs to be treated alongside the physical disorder. There is, however, still a need to improve the evidence base on the most appropriate and effective methods to manage these systemic aspects of COPD.
SECONDARY AND SPECIALIST PALLIATIVE CARE
For some patients with COPD admission to hospital with an exacerbation and respiratory failure is the first contact with secondary care, and this may make it difficult for clinicians to form a balanced opinion about whether active or palliative care approaches are appropriate. However, some patients with severe COPD initially receive secondary care input in outpatient clinics and perhaps from respiratory nurse specialists. Such nurses have been shown to increase satisfaction with care and improve patient education, but these are as yet of unproven benefit in patients with severe disease and those who are dying. 34 It appears that some patients and carers benefit from the reassurance and the surveillance that secondary care services can provide.
14 Who benefits from secondary care, and why, deserves further clarification. There will come a point for many patients when community-based care with a predominant palliative element is more appropriate. Judging this transition point requires experience, sensitivity, and open communication among the hospital team, GP, and patient. Once this transition point is reached, it is crucial that the patient is not lost to follow-up and that planning of longterm support occurs. New initiatives in community palliative care, such as the UK Gold Standards Framework 35 and palliative care registers, may be of benefit in planning such care, but evidence is as yet lacking.
Most specialist palliative care services in the UK accept patients with non-malignant life-threatening illness. This openness should increase with the publication of NICE guidelines, which encourage a palliative care approach for patients with severe COPD. 3 The issue of referral needs to be discussed sensitively with patients with an emphasis on the positive aspects of specialist palliative care input such as help with symptom control, psychosocial support, as an information resource and bereavement follow-up. 
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